ABSTRACT Objectives: To explore the experiences of family carers who manage technical health procedures at home and describe their learning process.
INTRODUCTION
Caring for a family member who is ill, disabled or frail is a common life experience.
Most people are likely to receive and give care within their family at some time in their life. Moreover, health and social systems are dependent on the informal support given by families to enable many people to live at home. 1 Informal care thus plays a vital role both for family units and society as a whole.
Since the 1970s, the nature and importance of family care have been increasingly recognised through research, policy development and carer advocacy groups. 2 The work of caring has been recognised as having many potential impacts on carers, including their physical and mental health, relationships, social life, employment opportunities and finances. [3] [4] [5] [6] [7] [8] [9] [10] While many of these impacts are negative and have been framed as caregiver 'burdens', attention has also been paid to the positives of caring, including enrichment in the caring relationship and a sense of satisfaction about the caring role. [11] [12] [13] This study adds to the caregiving literature by centring on a group of carers whose particular needs have not been well considered to date, namely those whose care moves beyond household tasks or personal care,
Strengths and limitations of this study
▪ The study sheds new light on the experience of family carers managing technical health procedures-an important but often overlooked care role. ▪ Family carers experience and move between five dispositions towards managing technical health procedures. ▪ A constructivist grounded theory approach views interview data as co-constructed by participants and interviewer. ▪ In retrospective interviews, participants may have forgotten or overlooked events or details. No observation was undertaken to confirm reported practice. ▪ The final sample had a preponderance of parent carers over those caring for an adult family member.
such as bathing and dressing, to taking responsibility for technical health procedures, such as home-based dialysis, nasogastric (NG) tube feeding or intravenous therapy. Typically these procedures have been undertaken by regulated health professionals and usually within hospital settings. A combination of factors have seen such care move from the hospital to the home since the 1970s, including increasing numbers of people living with chronic conditions, through advances in medical care, improved survival of premature babies and those with congenital conditions, and increasing longevity of the population; development of equipment which can be used at home; reduced institutional care and promotion of home or community care; and rising healthcare costs. [14] [15] [16] [17] [18] [19] New Zealand has followed these trends towards community care through deinstitutionalisation and greater emphasis on the provision of publicly funded health and disability support in the community. [20] [21] [22] [23] [24] For adults, some long-term residential care is available; eligibility for these services is determined through a needs assessment process, and the cost of care depends on whether a person qualifies for an income and assets-tested Residential Care Subsidy. 25 For children, however, there are limited alternatives to family care and children requiring technical healthcare, who might in the past have been cared for in an institution, are generally looked after by their family at home. Some home-based, publicly funded professional nursing (known as district nursing in New Zealand) may also be available, but this is an episodic liaison or procedure-based service rather than full-time nursing in the home, with the accepted model of home care now relying on day-to-day selfmanagement by the patient or, in the case of children or adults needing support, family care. Caring may have a financial impact, both through direct costs and loss of income if paid employment is affected. 26 To date, little attention has been given to what it is like for carers to undertake an advanced technical level of care. Levine et al 27 argued that there has been an emphasis on activities of daily living and instrumental activities of daily living (ADLs and IADLs, respectively) to measure caregiving tasks, but limited examination of the qualities of the 'skilled nursing care' ( p.21) role which has developed alongside the shift of technical healthcare from hospital to home. Assessment of the extent of uptake of such roles has also been limited to just the broadest of data collection. For instance, a 1998 US phone survey of 1000 caregivers found 19% changed dressings, 14% helped with equipment and 39% helped administer medications. 28 29 A recent online survey with a nationally representative sample of 1677 American caregivers found that 46% performed one or more of 18 'medical/nursing tasks'. 30 Of these, 78% managed medications, 35% dealt with wound care, 32% used clinical monitors, 25% gave enemas or managed incontinence equipment, and 14% managed medical equipment such as ventilators, tube feeding and home dialysis. 30 In addition, 96% of those who managed medical or nursing tasks also assisted with ADLs and/or IADLs. More than half (57%) of those managing medical or nursing tasks did not feel they had had a choice about taking on these responsibilities.
Given that many of these technical health procedures are restricted activities for health professionals, often requiring postgraduate training if not certification prior to becoming part of the scope of practice for individual healthcare providers, there are many sociological and clinical questions about how such procedures are introduced, implemented, and adopted by non-professional carers in the home environment. The aim of this research, therefore, was to explore the experiences of family carers who manage technical health procedures at home and describe their learning process.
METHODOLOGY
In seeking to understand participants' experiences, it was appropriate to take a qualitative, inductive approach. 31 Specifically, grounded theory methodology was chosen as it is suitable for studying social processes in areas where little explanatory theory or knowledge currently exists. 32 Charmaz' 33 constructivist approach to grounded theory was followed because our view accords with hers that researchers are intrinsically part of a study and do not discover theory but construct it through interaction and interpretation with the participants. Grounded theory utilises well-developed methods of purposeful sampling from relevant populations, concurrent data collection and constant comparative analysis which are continued until data saturation is reached along with the development of theoretical concepts. 33 The application of these methods in this study are outlined below.
The study took place in New Zealand and there were two sources of data: first, interviews with carers managing technical health procedures, followed by interviews with health professionals who had a role in training carers. A broad range of carers was sought and interviewed: people managing a variety of technical health procedures (including NG or gastrostomy feeding; diabetes management; enemas or bowel washouts; urinary catheter management; central venous line usage; tracheostomy care; peritoneal dialysis and ileostomy management); people caring for their child (n=20), spouse (3), parent or grandparent (3); both women (21) and men (5) and carers from different ethnic groups (20 New Zealand European; one Maōri and six of other ethnicities); people living in main urban centres (18) as well as areas further from secondary or tertiary services (8) ; and those caring short-term and long-term, both early and later in their experience. All were current carers, except one whose parent had recently died. Three carers had been managing a technical health procedure for less than 1 year; 12 for between 1 and 5 years; and 9 for over 5 years (in two cases, the duration was uncertain). However, other aspects of care, such as feeding or personal care, commonly preceded the introduction of a technical health procedure or continued even if the technical aspect of care ceased. The longest duration of overall caring was 29 years.
Recruitment was facilitated by carer networks and, in one area, by district nurses passing on information about the study to potential participants who could then choose to contact the researchers if interested in taking part. Interviews were arranged with those who agreed to participate, starting with further explanation of the study and an opportunity for questions before obtaining written consent. The study was approved by the Multi-region Committee of the New Zealand Health and Disability Ethics Committees (MEC/11/EXP/076).
Interviews with carers took place from November 2011 to September 2012. There were 22 interviews, four of which involved two carers (three sets of parents and a mother-daughter pair), resulting in a total of 26 interviewees. Care recipients were not included in the interviews. All the interviews were conducted by the first author using a semistructured interview schedule which evolved as the study continued. Interviews were conducted in participants' homes and lasted from 30 min to 2 h (average just under an hour). With permission, all interviews were audio-recorded except one, for which notes were written. The interviews were subsequently transcribed and in line with grounded theory methodology, coding and memoing began with the first interview. An iterative process continued with data collection, coding and analysing, followed by further data collection and analysis until saturation was reached, as evidenced by the last few interviews fitting existing patterns and not generating new ideas.
Data management and coding were aided by use of NVivo software. Initial codes were developed by detailed attention to the transcripts. As subsequent interviews were coded, new examples within each code were compared with existing material for similarities and differences. Additional codes were added for new concepts that arose; some codes were renamed and overlapping codes were condensed, while others were subdivided for more detail. Relationships between codes were noted and memos were written for each code. From the eighth interview, codes began to be grouped into higher level categories as theoretical ideas developed and further coding became more focused. Initial coding and analyses were undertaken by the first author, with discussion between all the authors contributing to shaping the final theory development and contributing to the rigour of the findings.
Following the interviews with carers, a second set of interviews was conducted with the kinds of health professionals that carers had identified as being important in their learning process. Interviews were undertaken with 12 nurses, two dieticians and an occupational therapist, recruited by approaching service leaders in one District Health Board area to pass on information about the study to relevant staff. Ethical approval was also obtained for this part of the study (MEC/12/EXP/047). Interviews took place between February and September 2013, at or close to the participants' workplaces. They lasted from 46 min to 1.5 h (average just under an hour).
The interviews with health professionals were again audio-recorded and transcribed, then coded de novo rather than assuming the codes from carers' interviews would apply again. However, it was quickly apparent that much of the health professionals' description of their teaching process mirrored what family carers had said, and that some identical codes were appropriate. Analysis proceeded as above, with interviews continuing until saturation was again reached. Thereafter, the separate sets of family carer and health professional data and memos were further analysed jointly and the final grounded theory developed and written up. Finally, all the transcripts were reread as whole accounts to confirm they fitted the theory.
Overall, learning to manage technical health procedures at home was theorised as a process of 'wayfinding' for family carers. This has two components: a learning process and a process termed 'embracing care.' The learning process consisted of three phases: an initial concentrated period of training with professional support; the novice carer taking responsibility for managing a technical procedure at home; and, with sufficient time and experience, the development of carer expertise. For reasons of space, this learning process will be detailed in another article. The focus of this paper is on the second process of embracing care.
FINDINGS: EMBRACING CARE
The findings presented in this paper describe how the family carers experienced and responded to taking on the role of managing technical health procedures in the home. Presented below are five themes that reflect five dispositions towards the caring role with respect to the management of these technical health procedures. These are the five dispositions: (1) Embracing care, (2) Resisting, (3) Reluctant acceptance, (4) Relinquishing and (5) Being overwhelmed. These titles are intended to be descriptive rather than imply any judgement value or hierarchy among the dispositions. In addition, carers did not remain fixed in one position, but commonly moved between them. Figure 1 presents the relationships between these dispositions in terms of how the family carers described movements between them over time. The overarching label for these results has been taken from the most central of these dispositions, that of 'Embracing care'.
These dispositions were apparent in the initial round of interviews with family carers, and further confirmed and elucidated by the interviews with health professionals. Each of the five dispositions will now be explained, along with movements between them.
The findings are illustrated with participants' quotes, identified as those of a family carer (FC) or health professional (HP). Wording in square brackets [ ] has been added for clarification.
Embracing the care role was about carers' willingness to take on managing a technical health procedure. Carers might embrace the management of a technical health procedure in whole or in part. There were four components of embracing care: cognitive understanding of the purpose and benefits of a procedure; accepting a 'technical' solution; practical management; and an emotional response. Comprehension might be only partial, at least initially. Carers could resist or only reluctantly accept a procedure when they did not understand or acknowledge that its benefits outweighed any perceived disadvantages or they were opposed to 'unnatural' treatments (see further below). Carers might choose to learn how to manage some aspects of a procedure but not others (eg, feeding through a NG tube but not replacing it if it came out). Lastly, one's affective response influenced how easy or difficult it was to embrace managing a procedure. In order to be open to embracing a new procedure, carers might also have to let go of existing patterns and expectations which could be associated with a grieving process. This was especially so for parents adjusting to a child with a developmental impairment or who develops a chronic condition.
Embracing care is illustrated by the quote below in which a mother explained how she came to be feeding her child through a NG tube and her expectations about a planned gastrostomy (PEG):
Well basically it was me that said I want the NG…We kind of had her feeding [orally], but it was very, very, hard work and in the end it was just, I was just, 'No way, I just can't do this.' It was too hard and she was not gaining weight and that wasn't good for her so we just opted with that [nasogastric feeding]…I'm really excited about getting the PEG [laughs] after all this time because it's not nice having an NG all the time on her face and for her skin and just in general, having to put it down her nose is not very nice for me. And then we can focus on more oral feeding because I think the tube, the tube tends to also, like it affects her swallow and her gag, so I'm looking forward to that next step…I guess when you look at it in the big picture, you're doing it for a good reason. You're doing it so she's going to grow and have the right nutrition, so it is benefiting her. It's not that you're doing something unpleasant for no good reason if you know what I mean. It's not something I enjoy doing, but it's for the better, so I don't really look at it as a negative thing…I just think these [ pointing to packets of tubes] have saved my daughter's life. (FC5) For carers, the primary motivation to embrace managing a technical health procedure was the need and expected benefit for the recipient. The other side of the coin was that the existing situation had become untenable and this could impact on the carer as well as the recipient. Hence accepting a technical procedure could have spin-off advantages for the carer (eg, making feeding quicker and easier); however, at other times, it meant additional work for the carer (such as managing home peritoneal dialysis) and coping with the downsides of the technology (such as responding to a machine alarm in the night or always needing to have equipment when going out). An additional motivation for a family member providing care was that it meant there could be a timely and convenient response to need, rather than having to wait for and fit in with professional assistance.
The health professional participants identified the same motivations for carers embracing care, and added three more which they occasionally saw. The first was a financial imperative. Where the alternative would be residential care, family members might choose to provide care at home to avoid the costs of institutional care not covered by public funding. In this instance, embrace might not be ideal for either the recipient or the carer. Second, some adults with care needs might not want to self-manage and expect another family member to assist them, either from the outset or sometime later. A final motivation, albeit infrequent, was the carer who was perceived to over-embrace their role and, in order to retain this, emphasised the medical needs of the recipient and their own part in providing specialist care. Here, the carer's needs were perceived as having overridden those of the recipient.
By contrast, carers who resisted embracing procedures remained unconvinced of their clinical benefit, did not accept a technical solution, did not believe managing the procedure should be part of their caring role and/ or had not (yet) been able to reframe a negative emotional reaction associated with the technology or perhaps with the overall clinical situation:
She had the NG tube in the neonatal unit, and they thought she would have to go home with it, but I was just, I didn't understand what was happening, what had even happened to her, but I was like, 'No, she's breastfeeding and she's bottle-feeding, why do I need this?' And she didn't need it in the beginning [but after feeding difficulties and weight loss, began nasogastric tube feeding at six months of age]. But I remember them trying to show me putting it on the litmus and I was just like, I refused to learn it because I didn't want to do anything like that…And I wasn't in the right space to learn it then anyway. (FC10)
Health professional participants also recognised the resistance of carers who were struggling to accept the need for a clinical procedure or who did not want to be the one to manage it. This resistance might be expressed directly, or manifest though passive resistance and a failure to comply with professional directives. At the extreme, it could result in neglecting to provide adequate care.
Being able to resist a caring procedure implies there is an acceptable alternative: the procedure can be safely rejected (at least for a time), or someone else (another family member or a health professional) is available to manage all or some of the procedure at home. However, the necessity for a procedure might become more critical, and a carer might then choose to accept to manage it (willingly or reluctantly); if they remained resistant, this might precipitate their relative moving into alternative care.
Carers were most likely to resist managing aspects of a procedure distressing for the recipient. However, this resistance was sometimes worn down over time by the inconvenience of obtaining outside help or its lack of timeliness, and by familiarity increasing carers' confidence in their own abilities. A carer's disposition towards a technical procedure could thus shift and the caring role could expand over time.
Health professionals described three responses to carers who were resisting responsibility for a technical procedure. Where this resistance was perceived as legitimate (eg, their work or living situation precluded availability to care), they provided additional professional services if possible or encouraged alternative family care; however, if neither was possible, this could result in a move to residential care. Where they felt a carer could appropriately learn, health professionals attempted to overcome resistance and encourage the carer to embrace the procedure by providing additional information about the need for and benefits of the procedure along with support and reassurance for the carer. In the event of real or potential harm to a patient, they took action to ensure the person's safety.
Another type of disposition towards technical procedures was reluctant acceptance. In this disposition, carers again expressed uncertainty about whether the purported clinical benefits of a procedure outweighed any negatives, or there was a dissonance between their cognitive understanding and their emotional response. However, they reluctantly accepted professional advice because they thought they should, the alternatives appeared even less acceptable, or they felt they had no choice. Alternatively, while accepting the need for a procedure, carers might only reluctantly embrace managing it themselves, doing so because there was no better choice.
Carer: And they also wanted me to add a calorie supplement to the milk, and I was very reluctant to do that because of all the information I'd read about upsetting the baby's gut. But we did it, reluctantly.
Interviewer: What moved the balance for you, that you did do it? Carer: Because she was still losing weight. And I guess at that stage, the doctors were still in the position that they know best and so we did it, but it took a long time to see any weight gain. (FC22)
Health professionals agreed that lack of alternative care options could compel family members to reluctantly accept a technical procedure, and family expectations might impose the care role on a particular individual. From the health professionals' perspective, carers could also be reluctant to accept a technical procedure because they were fearful of being left to manage alone, or concerned that becoming involved in one task would inevitably lead to more responsibility. They attempted to counter these concerns with reassurance about their ongoing support.
Relinquishing a technical health procedure, either temporarily or permanently, came about for a number of reasons. First, care might no longer be required: the clinical need for the procedure had resolved (eg, a stoma was reversed), the recipient learned to selfmanage (although a carer might continue some supervision) or the recipient died. Second, the carer or recipient might perceive the disadvantages of the procedure as greater than the clinical benefit and choose to cease the treatment. Third, carers might reach a point where they no longer felt able to manage and hence, substitute care arrangements had to be made. This might occur right at the start of a technical health procedure (resistance to managing the procedure becoming the tipping point for the recipient moving to alternative care) or after a period of caring at home. However, while technical healthcare might be relinquished, emotional concern and oversight of the quality of the alternative care continued. Fourth, carers might temporarily relinquish care if their family member was hospitalised or in respite care, or in the case of children, during time at preschool or school. Respite benefited carers by allowing them time for a break and to attend to their own needs, but some found they were expected to continue providing technical care even while their family member was in respite, or chose to because of concerns about safety and quality of alternate care, including a lack of experience with the procedure among health professionals and other staff.
Carer: [Our daughter's] just gone into residential care last month because [my husband] and I are physically buggered … It was basically, we came to a crisis where my back went and I couldn't lift her anymore and we still have this 19 year old 'baby'. We had become physically, mentally and emotionally exhausted… Interviewer: And in terms of the service being able to accept her and to set up for her medical needs, how didCarer: No, they ring up and say, 'Take her home, she's sick!' She sneezes funny and they ring me and say, 'Take her home.'…They're scared fartless that [she's] going to have a seizure and scare them.
Interviewer: And do they have nursing-qualified staff?
Carer: No nothing, none of them do.
The experience of relinquishing care depends on how carers perceive the reason for relinquishing. Thus, ceasing a procedure because the recipient's improving health renders it unnecessary might bring the carer a sense of freedom and reduced stress, while having a loved one die, or moved into residential care because their needs have increased beyond the carer's capacity to meet them could create more mixed emotions.
Health professionals sometimes encouraged carers to relinquish care for the sake of their own needs. However, they were aware this was difficult when the alternatives were unacceptable to either the carer or recipient, and that there was potential for conflict in relationships. The financial implications sometimes made relinquishment problematic too.
Last, any disposition towards a technical procedure could be replaced by a feeling of being overwhelmed by the demands of the caring role. One participant described this as feeling 'like a mouse on a running wheel-no matter how fast you run, you're not getting off the running wheel' (FC20A). When carers were overwhelmed, the care role might overtake other aspects of identity:
Now that she's older, it's definitely just a small part but when she was younger, it seemed all-consuming. It seemed like you weren't the mother, you were the nurse, basically. There was no other time, it seemed, to be doing anything other than toileting. (FC15) Being overwhelmed by caring could be temporary, particularly during a crisis, or more ongoing where daily care was intensive and there was little support or respite. The environment and social attitudes also contributed to or relieved the sense of being overwhelmed by care. For example, the lack of accessible facilities impeded a family outing, while schools, described by some parents as welcoming and willing to accommodate their children's needs, in other instances imposed obstacles to a child's attendance.
Being overwhelmed could be a catalyst for the carer to seek change and even relinquish care. Though the last straw need not be a technical health procedure, the addition of even an apparently small procedure needed to be considered in the context of the whole family and care situation, as one health professional reflected: 'I think doing the technical stuff is part of a huge picture and sometimes doing the technical stuff may just be the [ point of ] tipping [the] balance' (HP11). Conversely, a technical solution to a problem sometimes relieved carer stress (such as a urinary catheter, making incontinence easier to manage).
Five discrete dispositions towards embracing care have been described, but carers commonly moved between them, for instance, from resistance or reluctant acceptance to embracing a procedure ( particularly if post hoc benefits were realised), and from embracing care to being overwhelmed, reluctant acceptance of continuing to care, or relinquishing care. Shifting dispositions was also related to changes in the intensity of caring, and the availability or absence of professional support or respite.
DISCUSSION
To find one's way through managing a technical health procedure involves not only a learning process for carers, but also cognitive and emotional responses to the experience, encapsulated in the phrase 'embracing care'. In this study, we have described five dispositions towards embracing care, and the movements between them.
Embracing care was primarily motivated by the care recipient's needs and the expectation they would benefit from a technical health procedure. This could be an active choice by the carer, or the naive acceptance of medical advice. Carers might also feel compelled to accept a technical procedure because of social expectations or potential financial consequences. At the extreme of this disposition, some carers may overembrace their role and seek to retain it even at the expense of what might otherwise be considered to be the recipient's best interests. Twigg and Atkin 34 described this last type of caring relationship as 'symbiotic' ( p.125), being '… situations where the carer derives positive benefits from their role, where they have no real wish for it to cease, and where theirs and the cared-for person's needs are mutually reinforcing' ( p.126).
Ethically, embracing care should be a willing choice. 35 36 However, health professionals may assume family members will 'naturally' take on the role without checking this assumption. [37] [38] [39] [40] In addition, willingness alone may not lead to the best care situation; health professionals in this study flagged the risks to the recipient of care driven by a financial imperative or over-embrace. Attention therefore needs to be paid to assessing the whole family situation in order to ensure optimal patient care.
By contrast with embracing care, carers who resisted the role of managing technical health procedures had not been persuaded regarding benefits to the recipient. Alternatively, they accepted the need for the procedure but did not want to be the ones to manage some or all of it, particularly aspects which were distressing. Active or passive resistance by a potential carer was problematic for health professionals wanting to teach them; either the carer's resistance had to be overcome or alternative care had to be arranged.
The carer who embraced care largely deflected attention from their own needs to those of the recipient. Resistant carers, on the other hand, draw attention to their own needs. There was some overlap here with Twigg and Atkin's 34 'balancing/boundary setting mode' ( p.123)-'The essence of this lies in having an element of separation between the carer and the situation. Carers in this category placed greater value on their own autonomy, and made space for their own interests' ( p.123). Twigg and Atkin 34 suggested that this selfinterest might take time to develop, could be associated with consciously adopting the title of carer, and not assuming the caring role was simply part of family relationships.
Continuing resistance towards undertaking a technical procedure depended on having the power to resist and the existence of an acceptable alternative. Otherwise, carers might reluctantly accept the caring role. In this disposition, the carer's needs were over-ridden in order to benefit the recipient, yet, continuing in this fashion is likely to be stressful for the carer and less than ideal for the recipient. Reluctant carers may develop sufficient strength to resist the continuing imposition of their role, or they may move to accepting embrace if the benefits experienced by the recipient (or the advantages for their own care-work) overcome their doubts.
Burridge et al 41 conducted a systematic review of the concept of reluctance to care, drawing on 17 studies (all but one of which involved care for adults). They defined two dimensions of reluctance: reluctance and resistance/refusal. Many of the indicators of reluctance were similar to those discussed in this study. They included factors such as gender role socialisation, the carerrecipient relationship and other life roles; physical indicators related to the characteristics of the recipient's condition (duration, intensity, predictability) and the carer's own health; psychological indicators under the headings of personal characteristics, perceptions of the role and motivations for it, perceptions of alternatives, and response to the role (including being overwhelmed by it); and finally, social indicators covering expectations of the patient and other family members, expectations of health professionals, where there were problems with preparation for caring, and limited access to resources for support. 41 Three important outcomes from reluctance to care were identified in their review: deterioration in the relationship between the carer and recipient, poorer quality of care, and institutionalisation of the recipient. 41 Some carers relinquished aspects of the caring role or technical procedure temporarily or permanently if their assistance was no longer required, with some relinquishing the role due to unsustainable demands, physically or psychologically. Relinquishment by a family carer may mean not only a change in care personnel but also in the location of care (eg, a move to residential care for an older person). Being able to relinquish care also depends on the availability and acceptability of alternative care; as noted earlier, carers of adults have greater choice in this regard than those caring for children.
Enabling relinquishment again necessitates viewing carers' needs as distinct from but equal to those of the recipients. At this point, carers may recognise and advocate, for their own interests, but if they cannot, there may be a place for health professionals encouraging and facilitating their relinquishment. 34 42 While relinquishing care focuses on being relieved of the physical work of technical healthcare, other aspects of care, such as monitoring the quality of alternative care, advocacy and providing emotional support to the recipient continue. 13 43 Caron and Bowers 44 explored how carers decided to continue or relinquish their role in a grounded theory study involving 16 carers of older family members. They found two purposes for caregiving, the first being 'interrelational' ( protecting and maintaining the recipient's sense of self as well as the relationship between carer and recipient), and the second 'pragmatic' provision of good quality care ( p.1258). Decisions about getting assistance or relinquishing care were made by considering the purpose of care. When the caregiving had an inter-relational purpose, carers were more concerned with the recipient's needs than their own, and might view any proffered help as unnecessary or interfering with their relationship. 44 However, if preserving the relationship became difficult, and the focus shifted to practical care tasks, carers paid more attention to their own needs and were more willing to accept help from service providers. 44 This particular pattern of relinquishment may be influenced by their study sample, 10 of whom had cognitive impairments. By contrast, in our study, two mothers who relinquished care of disabled children when they became young adults had done so because of their own health needs and the impact of caring on other family relationships, yet they were also intent on maintaining a close relationship with their child in residential care.
The final disposition towards managing technical health procedures was being overwhelmed by the demands of caring, a state similar to that described as 'engulfment mode' by Twigg and Atkin. 34 While carers might have some choice about how much they invest themselves in their role and risk being overwhelmed, a very important factor in mitigating this was the degree of external support and alternatives they were offered. The value of professional and community support for carers has been highlighted previously; [45] [46] [47] [48] conversely, a lack of good quality support and fragmented services is a problem for carers. 15 Movement between dispositions towards managing the technical procedure, and the caring role, in general, was influenced by both changing circumstances ( particularly the recipient's health and external support) as well as by how carers evaluated the situation. In particular, an initial choice to embrace care might be made hurriedly, with little if any alternative, and limited understanding about what the reality of ongoing care would be like. 13 Therefore, it is important to recognise that carers may change their disposition towards technical caregiving procedures. Although context and external support are important, nevertheless, it is the carer's individual experience which needs to be understood. 42 A number of important implications for practice can be drawn from the concept of embracing care. First, to embrace technical health procedures, carers need to clearly understand and accept the clinical need for and benefits of the procedure and be assured that they will receive adequate training and ongoing support from the health system. Second, care roles and responsibilities should be openly negotiated, rather than imposed through assumptions, expectations or a lack of alternatives ( particularly for parents caring for their children). In encouraging embrace, health professionals may be walking a fine line between meeting the patient's needs and coercing a carer. Further, a carer who embraces a procedure should not be expected to continue to sustain this role indefinitely, or unquestioningly take on more responsibilities in the future. Any additional care tasks should be renegotiated. Carers need to be offered opportunities to affirm their ability to carry on, or be offered alternative support for themselves and their family member in order to avoid becoming overwhelmed. At times, it may be appropriate to encourage carers to prioritise their own needs and relinquish some of the care role. Finally, the concept of embracing care draws attention to the fact that carers' management of a procedure for a family member is not only a matter of acquiring technical skills, but also one bound up with relationships and emotions. Health professionals need to be aware of and support a carer's emotional adjustment as well as their acquisition of practical expertise.
This study sheds new light on family carers' experiences of managing technical health procedures-an important but often overlooked care role. Grounded theory methodology has enabled us to attend closely to individual stories and, through comparing and contrasting them, develop a theoretical explanation of their experiences which clinicians can apply when working with other family carers. Our sampling of diverse carers (including those caring for children, a partner or parent, and carers managing a wide range of technical health procedures) strengthens the applicability of the theory to other carers managing technical health procedures.
In relying on retrospective interviews and with no observation to confirm reported practice, participants may have forgotten or overlooked events or details; however, the findings accord with other literature. They could be strengthened by prospectively following carers beginning to manage a technical health procedure and interviewing them at several times to better understand transitions between dispositions towards the caring role. The scope of the theory could also be extended by testing its application to other groups of people who learn to manage technical health procedures, such as school staff, respite carers, and residential care assistants who are not nurses. It could also be tested with carers in non-technical roles to see if it is more generally applicable.
CONCLUSION
As increasingly complex care continues to move from hospital to home, it is important to consider how family carers learn to manage technical health procedures and their experience of this role. The concept of embracing care highlights five dispositions that carers can take towards technical procedures in the home and will help health practitioners to attend to the needs of carers, in turn benefiting those they care for.
